Establishment of the CF Registry in Hungary  by Krisztina, K.
11. Epidemiology/Registry S115
443 Establishment of the CF Registry in Hungary
K. Krisztina1. 1National Kora´nyi Institute for TB and Pulmonology, Budapest,
Hungary
There is no compulsory data collection of CF patients in Hungary, thus until
recently information has largely been sporadic. Our aim is to establish a liable
and compulsory register similar to be able to connect to the European CF registry.
Our efforts have been facilitated by two young CF patients. Data collection is
continuous.
Our registry had 538 entries (241 males, 297 females) from the total population
of 10 million in Hungary on the 1st of January 2009. These patients are treated
in 21 centers. This is problematic because there is an increasing number of young
adults who need to be transferred to adult care. There is no screening in Hungary
for CF in newborns. The average age of CF patients is 17 years, the oldest patient
is 59 years old. 183 patients are over the age of 18 (68 males, 115 females). Out
of all CF patients there are 191 homozygous and 167 heterozygous for the DF 508
allele, 73 carry other mutations and 107 have not been tested genetically. 88 patients
(25%) under the age of 18 are colonized by Pseudomonas. 82 patients (16%) over
the age of 18 have similar conditions. The average BMI of patients over the age of
18 is 17.82. Diabetes mellitus is found in 25 patients (7%) under the age of 18 and
in 29 patients (16%) over the age of 18. Until the 1st of January 2009 there were
24 patients who underwent lung transplantation because of their CF condition.
Following the trends in Europe our aim is to decrease the number of individual
settings treating CF patients and move towards to a more centralized direction.
To achieve this goal it is necessary to know the demographic and geographic
distribution of CF patients within Hungary. The present data collection may serve
the necessity of this need.
